El estudio tuvo como objetivo conocer la experiencia de niños y adolescentes en cuidados paliativos en el manejo diario del dolor. La investigación cualitativa fue realizada con entrevistas semi-estructuradas con seis niños entre siete y 17 años. La teoría del Desarrollo cognitivo de Piaget fue utilizada como Marco teórico y la Historia Oral como Referencial Metodológico. Cuatro temas fueron encontrados: describiendo el dolor; buscando una vida más próxima de la normalidad, a pesar del dolor y la enfermedad; utilizando varias alternativas para el control del dolor y viviendo la autoimagen perjudicada. A pesar del dolor ser un agente limitante en la vida de los niños y adolescentes, verificamos que enfrentaban el dolor diariamente y, que así mismo, tenían vida además del dolor y la enfermedad. Adicionamos, aun, la importancia de los enfermeros comprender que el eficaz manejo del dolor es esencial para una vida mas próxima de la normalidad, reduciendo su sufrimiento. 
INTRODUCTION
Pain is a stressful event for children and adolescents and may have negative physiological, psychological and behavioral consequences. It is even more serious when combined with chronic disease. Pediatric palliative care is a care philosophy that must be applied from the moment chronic disease is diagnosed until it stops responding to curative interventions. Thereafter, the focus of care shifts to the improvement of quality of life for children, adolescents and their families, aiming to decrease suffering and pain (1) (2) (3) .
Pediatric palliative care must also be considered for diseases that evolve chronically, affect one or more systems and require specialized care. We emphasize that such care must also be applied after the first year of the course of the disease, even in those cases where the disease is not in its terminal phase. Some children with chronic disease may require palliative care from birth through adulthood because of the chronic and prolonged evolution of the disease. However, we can find in our area a frequent association among palliative care, terminality and oncologic diseases, among both health professionals and children's families (4) (5) (6) .
Many children and adolescents with chronic diseases and/or in the end-of-life phase live with pain daily, in addition to other signs and symptoms, such as: fatigue, dyspnea, anorexia, nausea, vomiting, insomnia, anxiety, despair, frustration and impotence when managing daily situations (7) (8) (9) .
Considering the increase in the frequency of chronic diseases in all age groups, it is necessary for nurses and other health professionals to understand through their own accounts the experiences of children and adolescents who are suffering from pain and are receiving palliative care, making it possible to act adequately in the evaluation, management and relief of pain (10) (11) (12) (13) (14) (15) (16) (17) .
Although there are publications concerning the quality of life of children in pain under palliative care and their families, there is a scarcity of studies that analyze the experience from the perspective of children and adolescents under palliative care regarding the management of pain in their daily lives (13) (14) (15) (16) (17) . Therefore, we chose to develop a qualitative and exploratory study with the objective of understanding how children and adolescents under palliative care manage pain in their daily lives and how they describe its intensity and quality.
METHOD
We chose to develop a qualitative study, considering the unique character of the experience of managing pain in children and adolescents under palliative care.
To meet the proposed objectives, we used the thematic oral history methodological strategy, whose premise is the perception of the past as something that continues into the present, this approach also seeks the interviewee's clarification or opinion regarding a specific subject or preestablished theme. In oral history, the deponent is considered a contributor, which results in an affinity relationship between interviewer and interviewee (18) (19) .
The study was approved by the Research Ethics Committee of the College of Nursing, University of São Paulo, process no. 1060/2011, meeting the requirements of Resolution no. 196/96 of the National Health Council (Conselho Nacional de Saúde). It was conducted in the palliative care and pain clinic of a pediatric teaching hospital, of public character and third level, from December 2011 through June 2012.
The research collaborators were children and adolescents in the age group from 6 through 17 years, 11 months and 29 days who agreed to participate in the interview; the children were accompanied by a responsible adult. All of them had chronic diseases, with no possibility of cure, and were under palliative care and receiving pain treatment.
We chose this age group because school children and adolescents can give clear accounts more easily than younger children (20) .
The option to choose childhood character code names and nicknames was offered to the collaborators as a way to guarantee privacy and anonymity regarding their identities. The code names, ages, and diseases were as follows: Barney, age 6, epidermolysis bullosa; Valéria, age 6; epidermolysis bullosa; Jay, age 13, epidermolysis bullosa; Pucca, age 13 osteogenesis imperfecta; Sininho, age 17, xeroderma pigmentosum; and Dica, age 17, human T-cell lymphotropic virus (HTLV)/hereditary spastic paraparesis.
Initially, selection of the children and adolescents began with a meeting with the palliative care and pain clinic team, who suggested likely collaborators. After that, we got in touch with some of the adults responsible for the children and adolescents in the clinic itself, explaining the research. With consent from the responsible adults, meeting were scheduled with the children and adolescents on the day of their appointments at the clinic at different times.
The semi-structured interview was conducted using some guiding questions: The interviews were digitally recorded and were processed in three stages, according to the methodology: becomes more fluid, in singular first person, exclusively from the collaborator, who is seen as a unique character. The text is reorganized based on chronological/thematic indications, bringing together the themes that were addressed and resumed at different times. In this stage, we choose the vital tone (a phrase to be placed at the introduction of the collaborator's story because it summarizes the narrative); 3. Transcreation: a stage in which the text is completely recreated, perhaps being reworked many times, respecting directions agreed upon with the collaborator, where elements from outside the text are incorporated. The mood of the interview is recreated, with the objective of bringing to the reader the interaction that occurred between interviewer and collaborator (18) (19) .
When the last stage is finished, the final version of the text is reached. The interview is only made available for viewing or publication after the adult responsible for the child or adolescent has checked the transcription and signed an assignment term for the use of the generated documents, recordings and transcriptions. The assignment term is a crucial document to ensure the legal status of the use of the interview. Therefore, after the methodological stages have been finished, the collaborator and the responsible adult approve the final text in order for it to be used in research (18) (19) .
After reading all the accounts, we concluded that they had their own meanings, enabling the identification of certain patterns that constructed the focus of the history. This way, it was possible to identify the most significant aspects of the experience of managing pain for the children and adolescents. All of the accounts were registered throughout the histories and compared amongst themselves with the objective of identifying similarities among the histories, which made it possible to connect the six narratives.
As a theoretical reference, we used Piaget's theory of cognitive development (TCD), which enabled us to evaluate cognitive and behavioral aspects that explained the experience of managing pain for children and adolescents.
Piaget was the first to postulate how children's knowledge of the world changes with age (21) . He proposed three stages of cognitive development: intuitive, concrete operational and formal operational. According to this theory, children are capable of making logical deductions, naming and working with quantitative relations between things and concrete thoughts, when they enter the concrete logic thought stage, at around seven years of age. However, the capacity for abstract reasoning on any level is only acquired in adolescence (22) (23) .
Each stage of development is built on the achievements of the previous stage and derived from it in a continuous and orderly process. Intellectual evolution is maturational and divided into four stages: 1. Sensorimotor (from birth to two years), composed of six substages that are guided by the senses with which simple learning occurs. 2. Preoperational (from two to seven years of age), which has as its main characteristic egocentrism, which in this sense does not mean egoism but the incapacity to put oneself in the place of others. 3. Concrete Operational (from 7 to 11 years of age), in which thought becomes increasingly logical and coherent. The child is capable of classifying, specifying, sorting and organizing facts regarding the world to use in problem solving. New concepts of permanence and conservation develop, which means that the child understands that physical factors, such as volume, weight and number, remain the same even if external appearance changes. 4. Formal Operational (from 11 to 17 years of age), in which adolescents are capable of thinking in abstract terms and arriving at logical conclusions from a set of observations. In the same way, they can also elaborate and test hypotheses test them, as well as think about abstract, theoretical and philosophical ideas (21) (22) (23) .
RESULTS
The following themes emerged from the accounts of the children and adolescents, analyzed using Piaget's theory: describing pain, seeking a life that is closer to normality, despite pain and disease; using various alternatives for managing pain; and living with a damaged self-image.
Describing pain. Pain is considered a subjective experience and self-reporting instruments are considered the gold standard for evaluation. Language may be considered the main method of expressing pain. Starting at 18 months of age, children already have words to describe pain and may prefer to use the word bruise instead of pain. Children's cognitive development from three to four years of age is enough to allow reporting its intensity, in other words, much or little. Six-year-old children fall in the preoperational stage, like as Barney, who describe pain during the bandaging procedure as strong (evaluative dimension), and as a pain that hurts and pulls (sensory dimension).
We have to apply bandages, it hurts to apply bandages, that is why I take a shower and apply bandages every two days. It hurts when the bandage is removed, it is a pain that hurts, it is a pain that pulls, it makes me cry and it is tiring. If I had to rate pain, from zero to ten, I would say that my pain is a 10! Children of nine years of age, such as Valéria, are in the concrete operational stage, when thought becomes increasingly logical and coherent. Children in this stage are capable of classifying, specifying, sorting and organizing facts regarding the world to use in the resolution of problems. They also understand that physical factors, such as volume, weight and number, persist, even if external appearance changes.
Hence, Valéria describes her pain experiences as strong (evaluative dimension), stabbing and prickling pain (sensory dimension) and as a pain that makes her feel annoyed (miscellaneous). The pain dimensions that Valéria reports are result of thigh and arm lesions, and she men-tions feeling pain more intensely in the afternoon because she spends a long time sitting at school.
I feel a little pain, sometimes, in my wound. I have a wound on my thigh; it is the one that hurts the most. It is a stabbing pain. If I could rate the pain from zero to 10, it would be 10! Sometimes, in addition to the pain in my thigh, I feel a little stab on my arm! It is a prickling pain, annoying and strong.
The teenagers Jay, Pucca, Sininho and Dica, used a wider and more abstract way of thinking; they could describe their pain in all dimensions, such as: strong pain (evaluative dimension), pressing pain (miscellaneous), warming pain, jerking pain that throbs, stabbing (sensory dimension) and heavy pain (affective dimension).
Jay describing the pain:
The pain is strong, sometimes, it is so varied, sometimes it comes pushing, sometimes it comes, like, prickling, then it comes warming, it comes moving my bones, sometimes I don't know what to do, it is really hard to explain...
Pucca frequently feels pain and described it thus:
When I go to school I feel pain because I sit for a long time, then my back hurts, a burning pain, and the legs, a strong pain that jerks. If I had to rate the pain from zero to 10, the back pain would be 4 and the leg pain would be between 6 and 7.
Sininho develops tumors that need to be surgically removed. She reported her pain:
I recently had a tumor removed and the stitch that I had on my neck broke, then I felt pain, a lot of pain, a strong pain that throbbed! In addition to that, I have headaches, which makes me crazy.
Dica's reports her experience:
I feel pain in my legs every day, it is constant. It is a heavy pain, sometimes it burns, and when I wake up, my leg feels very heavy for me to get up, it is very hard. If I had to rate the pain's intensity from zero to 10, I would rate it a 10! Seeking a life that is closer to normality, despite pain and disease. The daily life of the child and adolescent is severely affected by pain, causing much suffering, especially when pain management is ineffective. Nevertheless, five collaborators reported having a good relationship with their healthy friends at school, as in the following accounts:
I usually do my lessons... many lessons, there is physical education and I chat with my friends. My best friends are C., M.E., R. and M. We play pique perna and many games! My favorite is pique perna! (Valéria) Then I go to school. My friends stop by my house and we go together, on foot, and I go in my chair. The friends who go with me are C., F., P., M., J., F., J. and H. (Pucca) G., he is from school, he is in my class for the second time! He helps me a lot in class, gets my supplies for me when I am not able, when I am not able to write he writes with me.
He is important! (Jay)
The collaborators, in addition to living with healthy children and adolescents of the same age group, also relate to people who suffer the same condition, which enables an exchange of experiences.
I know other people who have this disease. There is D., who has the same disease, E. and K., also. I met them at the hospital. E. also had a brother with this disease. This study's findings also show that the collaborators engaged in activities and even adapted to some sports, despite their physical limitations.
Barney, who was in the preoperational stage, preferred games that he could play alone, such as:
Sitting in the armchair and playing videogames is what I like the most to do.
On the other hand, children in the concrete operational stage, such as Valéria, start to relate to children of the same age:
In school, I am in third grade, fourth year. I have many friends!
The cognitive development of adolescents is in constant evolution, presenting characteristics of adaptability and flexibility, which belong to the formal operational stage. In addition to that, they appreciate group activities.
Pucca, for example, because of her disease, needs to use a wheelchair to move around; however, she was able to adapt to sports, such as basketball and swimming. I like to play basketball in school because they let me practice! I used to go swimming also, I went to the Association for the Care of Special Needs Children (Associação de Assistência à Criança Deficiente), but I had to stop two months ago because I was breaking bones.
The adolescents also mention philosophical and abstract aspects, such as Sininho, when reporting her dream: Ahhh, I dream of being cured, but only if it is in the new world! Thereby, she recognizes that her disease is incurable; however, she waits for the cure, but not for herself.
Using many alternatives for managing pain. In order to manage pain effectively, it is necessary that treatment include pharmacological and nonpharmacological measures.
The children and adolescents use medication and nonpharmacological alternatives, such as massages, hydrotherapy, acupuncture and cryotherapy in the belief that these measures will alleviate their pain.
Barney, during his account, reports:
What I dislike the most is taking showers. I have to apply bandages, it hurts to apply bandages; and then he says:
In the shower, it stings to take off the bandages in order to get under the shower. When I am already under the shower, it does not hurt... So I like this part of the shower, because it does not hurt! This is explained by the fact that children in the preoperational stage interpret events in terms of the use that they have for it; in other words, Barney considers the shower a time to feel pain, because he has to take off the bandages.
As children's reasoning in the preoperational stage does not go beyond the observable, they cannot make deductions or generalizations. The reasoning is also transductive --one event may cause another. For Barney, the shower is an event that happens after the removal of the bandages, which causes pain; because of that, he does not like the shower. However, the shower also makes the pain go away; thus, he likes this part of the shower, but cannot recognize it as a nonpharmacological alternative for pain relief.
Valéria, who can employ inductive reasoning, can link pain relief to an event, recognizing the shower as a pain relief measure, when reporting that:
When I am in pain at home, when it is very painful, my mother showers me, and then it gets better! Living with a damaged self-image. Some collaborators, in addition to suffering constantly with pain, need to manage their appearance, which is often damaged by the disease and, many times, they frequent hear comments from their colleagues that make them sad.
One day, a boy asked me if my fingers were glued because I had put glue on them. I was angry with this friend from school. (Barney) Considering that the adolescents live in a constant search for approval from their group, when our collaborators hear these comments, they feel excluded, because, in general, they have the capacity to reach logical conclusions from a set of observations.
Once a boy called me hurt panther... it is a very hard situation, being 13 and having a disease like this. Because you see rejection from other people. Even for height, they make a lot of fun of you, they call me shorty, stumpy... Sometimes in other people's minds, I don't know what goes on, it is hard. (Jay)
DISCUSSION
Considering the perspective of children and adolescents in palliative care regarding daily management of pain, we can highlight the following relevant aspects.
The fact that the children and adolescents are capable of expressing the characteristics of their pain directly affects how the nurses must alleviate the child's pain (12) . Nurses must understand that children of primary school age communicate pain in concrete terms (24) , like Barney and Valéria. These children understand the concepts of order and sorting, and are generally able to describe in detail the intensity, location and quality of pain (24) .
It is important to note that the collaborators in the preoperational stage of development also did not use affective aspects to describe their pain, owing to their inability to reflect on nonobservable elements (25) . It is known that children in the concrete operational stage go through a cognitive progression in which event interpretation is based on what they perceive, because of inductive reasoning (16) .
As for adolescence, it is defined by adaptability and flexibility of reasoning (16) . During the formal operational period, cognitive structures reach their maximum qualitative potential with the development of propositional thought, in other words, to think about thinking. This phase is defined by a capacity for introspection and thinking about what is purely abstract, which, in terms of conceptualization of pain, includes physical and psychological components (26) .
Despite the fact that the literature notes that chronic pain in children and adolescents causes school truancy, inability take part in physical activities, sleep disturbances and problems relating to people in the same age group (7, 9, 27) , these aspects were not identified in this study. Analysis of the accounts showed that children and adolescents kept a social support network through their school friends, neighbors and family members, who helped them have a life that is closer to normality.
Agreeing with the literature, the collaborators in this research also understand that managing pain requires pharmacological and nonpharmacological actions (28) (29) . The children have a tendency to interpret pain management in a concrete manner, only making evaluations such as good, bad, like or does not like. Adolescents, however, can understand and evaluate techniques for managing pain and understand cause and effect relationships, as well as the functions of pharmacological and nonpharmacological actions.
The question of self-image was identified as very relevant for all of the collaborators' age groups. It is known that adolescents in general worry about their physical appearance, spending a lot of their time and energy working on their appearance. In this sense, the adolescents' accounts evidenced the importance of self-image and the suffering caused by comments about their appearance. Even children notice and suffer from the questions and observations that the colleagues make about them. The literature mentions that school children are increasingly conscious of physical differences in relation to their peers. If these perceptions are accompanied by unpleasant comments or mockery, they can make the child feel inferior or undesirable (22, 30) .
